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In the past, people with an intellectual disability were not expected to outlive their 
parents and few survived to old age.  Today, things are different for this cohort of older 
adults.  Today the size of this cohort is increasing and its members are generally 
experiencing longevity, leaving disability and aged care sectors grappling with the 
implications of these changes (Ansello and Janicki, 2000; Bigby, 2004; Haveman, 
2004). Many older adults with lifelong intellectual disability have either spent much of 
their lives within the confines of institutional living or they have spent a lifetime being 
sheltered by very protective parents. Irrespective of which background they have 
experienced, many are now at crossroads in their lives where decisions about their 
future are being considered.  This paper explores issues around independence with a 
particular focus on barriers to achievement, as identified in a recent focus group 
involving older people with intellectual disability, carers and service providers in 
Brisbane, Australia.  Service provision and elderly parents are identified as two 
significant barriers to older people with lifelong intellectual disability experiencing more 
choice and freedom in their lives. 
 
As people with lifelong intellectual disability enter old age, they may no longer be able 
to continue living in their parent’s home.  Some parents may have died and some may 
be too frail to continue their care.  Whatever the reason, many older people with 
lifelong intellectual disability are facing life without their parents and have moved into 
some form of supported accommodation and are now living with ‘strangers’. For some, 
it may represent the first time in their lives that they are being challenged to give things 
a go and to make decisions concerning their everyday activities.  In short, they may 
have begun to taste a myriad of new experiences in their lives and instead of wanting 
to cut down on their life commitments as many older people without disabilities may 
wish for in their retirement years, these individuals are wanting more in their lives.  
Bigby (2000a; 2004) indicates that many older people with lifelong intellectual disability 
are, for the first time in their lives, beginning to experience some form of autonomy, 
becoming more competent than at any other time of their lives, and learning new skills.  
Such would hardly have been believed of this population previously.  
 
Current literature suggests that people with lifelong intellectual disability are generally 
happy and express satisfaction with life.  However, the literature also suggests that, 
once they are aware of other possibilities, their desire for more also increases: 
 
Frequently, if individuals discover that choices can be put into effect, they may 
become more dissatisfied with other aspects of their environment. (Brown, 
2000, p. 33)   
 
On the other hand, a lower perceived life satisfaction among older people with 
intellectual disabilities may be associated with unfulfilled leisure preferences, according 
to research conducted in the United States by Hawkins (1993). Dissatisfaction 
expressed by service users in our study also appears to stem from not only unfulfilled 
leisure preferences but unfulfilled preferences for lifestyle patterns and living 
arrangements.   
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These sentiments of dissatisfaction are reflected in findings from our study, and 
participants’ excerpts that highlight a general sense of wanting more, are provided 
throughout this paper. However, the paper goes beyond this to focus on the barriers to 
achieving more independence, choice and freedom. It is based on the premise that 
older people with lifelong intellectual disability, like their younger counterparts, have a 
right to a lifestyle which is meaningful and as independent as possible. Thus, the 
purpose of this paper is to explore the barriers experienced by people with lifelong 
intellectual disability to achieving independence in later life. 
 
Method 
Design 
A focus group was chosen as the most suitable means of obtaining an understanding 
of the issues around ageing for older people with lifelong intellectual disability and for 
collecting baseline data about these issues from each type of stakeholder group 
(service providers, informal carers and service users).   
 
Purposive sampling strategies were used to locate participants from each group.  This 
method of sampling is particularly useful for locating ‘difficult to reach’ and ‘particular 
types’ of cases for in-depth interviewing (Neuman, 1997).  By using these sampling 
strategies, the participants are essentially chosen for their expertise, thus ensuring that 
a richness of information is gathered (Morse, 1994; Patton, 1990).  
 
 Recruitment 
After obtaining ethical clearance for the research from the appropriate organisations, 
the research team prepared individual packages containing invitations and information 
about the research and these were distributed by the assisting organisation (that 
provides services to people with intellectual disabilities and their families) to eligible 
participants.  Three groups of participants were targeted: (a) service users; (b) informal 
carers and (c) frontline service users.  
 
In recruiting service users, invitations were distributed only to those who were known, 
by staff from the assisting organisation, to have verbal skills sufficient to be able to 
participate in the discussion. Person-specific strategies were also developed to assist 
the service users to feel sufficiently comfortable to freely interact within the group 
selected.  Interested participants were invited to contact the research team or have 
someone contact the team on their behalf. 
 
Written consent was provided by all participants prior to the commencement of the 
discussions and all were advised that their participation in the focus group was 
voluntary. They could choose not to take part in any aspect of the discussion group and 
they could withdraw from the discussion group at any time.    
 
Participants 
Two service users, two informal carers (not associated with the service users) and two 
service providers volunteered to participate in the focus group.  Both service users 
lived in supported accommodation and had previously been living in the parental home.   
 
Conducting the Focus Group 
The focus group extended for two hours and was facilitated by the Chief Investigator 
and her Co-facilitator.  Broad topics and questions were presented by the Chief 
Investigator and the participants’ comments were recorded on butcher paper 
throughout the discussion for participants to view.  The session was also audio-taped 
for transcription purposes following the session.    
 
Analysis 
Qualitative content analysis was used as a basis for analysing the data (Creswell, 
1994). Two researchers read the transcripts several times to obtain an in-depth 
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familiarity with the data and then coded the data set independently. This was cross-
checked against the information recorded on the butcher paper during the focus group. 
Once the coding was completed, the process of identifying categories began.  As 
described by Strauss and Corbin (1998), the analytical process involved constantly 
comparing and contrasting the categories until the core themes were identified.  The 
themes that emerged from the participants dialogue were pieced together to form a 
comprehensive picture.  Barriers to achieving more independence became a key 
theme throughout the participants’ dialogue and these are presented in this paper.  It 
must be remembered however, that this study involved a small select group and the 
findings cannot be generalised to the broader population of older people with lifelong 
intellectual disability. 
 
Findings  
At the commencement of the focus group participants were asked to describe what 
they considered were the aspirations of older people with lifelong intellectual disability. 
Next, participants were asked to compare this with the reality of their situations today. 
Through this process, we identified barriers that may be hindering individuals from 
achieving their dreams. Issues such as more independence and choice, more choices 
in their living arrangements and more leisure activities were identified as important 
considerations.   Through a process of constantly comparing the themes embedded 
within the focus group dialogue, we identified two overarching barriers to their 
achieving these dreams that we have broadly grouped as parental and organisational. 
Parental barriers include issues such as fear, lack of confidence in offspring’s 
capabilities, lack of confidence in capacity of service provision, which in turn leads to 
increased isolation and lack of preparedness for life after parental care ceases.  
Organisational barriers include fear, lack of resources, inflexible service provision and 
attitudinal barriers. 
 
Barriers to independence:  older parents 
Over protective parents, particularly older parents, were clearly an issue of contention 
for service providers as well as for informal carers.   Essentially they believed that 
parents tended to over-protect their older adult children at the expense of their adult 
child’s freedom to choose and make mistakes and to learn from their mistakes and 
also, that they continued to treat them as children:  “I think parents keep them still as 
their child” 
 
Comments about the over protectiveness of some parents was also made by other 
participants. For example, a service provider commented on her observations that 
older parents tended to be resistant to change:   
 
I think we have more concerns with old parents than what we do with younger 
parents...I’m talking about very old parents in the 80s.  I think they are far more 
resistant to change than what the younger parents or siblings are.   
 
One informal carer described the situation where her sister who has a lifelong 
intellectual disability and has been cared for by her elderly mother for all of her life: 
 
She has been safe all of the time.  The whole of her life has been safe.  That’s 
 the way it’s been kept.  
 
However, the downside of this cocooned life is that she has been too afraid to leave the 
confines of her home or to leave her mother’s side.  Now that the mother’s move to a 
retirement home is imminent, care for her daughter is being relinquished to two sisters 
and a different approach to her care is unfolding: 
 
 I like to see Marg happy..that’s my big thing, to see Marg happy.  Doing what 
 she’d like to do.  Helping her …to be able to do a little bit more now mum has to 
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 go to a retirement village and have care.  So Marg will be able to have a little 
 bit more freedom… 
 
The sisters have slowly started to break down some of their sibling’s fears by exposing 
her to life outside of the parental home.  Now as she enters old age her present 
situation is compared with her past: 
 
 She’s come a long way from a person who couldn’t take outdoors at all, she’d 
 scream and we’d nave to bring her home  to someone who’s quite a social 
 butterfly now so a long, long process. 
 
The sisters have recognised the importance of helping their sibling to participate more 
in life and to acquire more independence and enjoyment in this latter phase of her life. 
 
Barriers: fear 
Constraints of older parents have emerged as a primary concern of all stakeholder 
groups.  These constraints were identified as an unwillingness to allow their family 
member with intellectual disability to participate in different activities and experiences. 
Participants suggested that fear was a primary cause for their over protective 
approach. Firstly, they believed that many older parents’ fear was associated with their 
own lack of confidence in their adult child’s capabilities.  In turn, this lack of confidence 
led to further fear that the person may be injured or harmed in some way.  
 
Service providers and informal carers agreed that a cultural change was needed, and 
that this would probably occur with the younger generation of parents.  They 
recognised that older parents may have difficulty in adapting to the significant changes 
in care practices which have occurred during their life time: 
 
50 years ago they put them in an institution and forgot them… 
so what we were trying to overcome now is 50 years of inbred acceptance that 
this child is gonna be in my care, for as long as they’re alive, then all of a 
sudden the child becomes a free thinker and says I wanna move out, and poor 
mum or poor whatever says that can’t happen, … so that is probably one of our 
biggest concerns with the older generation rather than the siblings.  
                                           (service provider) 
 
Service providers discussed the positive changes they had witnessed in older people 
once they had left the protective environment of their parent’s home.  They argued that 
these people showed improvements in behaviour and demeanour once in an 
environment where independence was fostered. 
 
It’s very difficult when they have grown up with an older parent and we have 
seen that sometimes the older parent makes the person older.  [when] that sort 
of environment’s taken away from them, they really do …work much better with 
their peers… 
 
... we’ve seen remarkable changes when people have actually been treated 
positively rather than being treated as (a child). 
 
However, sentiments of encouraging and facilitating people with intellectual disability to 
achieve as much independence as they can, in reality, may not be quite as simple as 
they sound.  For example, when an informal carer was asked about her sister’s 
situation (the sister was not present at the focus group) she agreed that the ideal would 
be for her sister to have more independence, but reasoned that this was improbable 
because her sister had more complex needs: 
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The dream would be to have more independence but she doesn’t...she’s got 
 physical limitation…still have to have a carer anyway 
 
For this older person to attain more independence, two hurdles would need to be 
overcome.  First, the lack of confidence and negativity noted in the sister’s remark 
seemed to point out the futility of aspiring for independence because the person had a 
physical disability as well as an intellectual disability.  Second was the issue of a 
protective elderly parent:  
 
Interviewer:         What would you like to change? 
Informal carer:    Getting her into more respite or trying respite. 
       Developing respite for her is definite, we’re looking at that. 
Interviewer:        Is there something stopping that from happening? 
Informal carer:   Probably family resistance to change.  Mum’s still in the  
                          picture…   
 
These excerpts illustrate that the fear and over protectiveness of family members are 
complex issues.  While such behaviours may be preventing the person from 
experiencing a fuller and more independent life, it may be very difficult for family 
members, particularly parents to accept changes which tend to challenge their personal 
beliefs and values and patterns of care giving which have developed over many years. 
 
Overcoming barriers: building trust 
Edgerton (cited in Bigby, 2000) explains that people with intellectual disability who live 
with parents or in residential care have lives which are too structured:  “not only is their 
present day organized, arranged and regimented by other people, so is tomorrow and 
the future” (p. 85).  Moreover, research undertaken by McCallion and Tobin and Smith 
and Tobin (cited in Bigby, 2000) documents that considerable angst exists amongst 
service providers because of over protective parents.  That is, they consider that over-
protective parents are jeopardising “the growth and development of the person with 
intellectual disability (p. 84).   According to Bigby (2000) this problem needs to be 
addressed through the establishment of trust through a long-term professional 
relationship with the elderly parents and their offspring, for instance, through quality 
case management strategies. Trust is necessary if parents are to have confidence that 
others are capable of providing the type of care that their adult child requires (Bigby, 
2004). 
 
Another area of concern associated with the over-protectiveness of older parents is the 
impact of their death or incapacity upon their adult offspring.  In cases where no plans 
have been made for the future care of their adult child, sudden loss of a parent/s can 
cause great upheaval, misunderstanding and grief which in turn affects the person’s 
quality of life.  Older persons with lifelong intellectual disability who have been cared for 
totally by their elderly parent may not have developed skills necessary to allow for a 
smooth transition to a different living situation, for instance, a group supported home.  
Also, not preparing the adult child for the parents’ death, or not providing appropriate 
support while the person grieves for their lost parents are issues which ultimately can 
impede the person’s degree of self determination and sense of satisfaction with life and 
happiness.  The road to some degree of independence and meaningful engagement in 
society is far harder for such individuals who have been over protected.  
 
Barriers to independence: organisational 
 
Inflexible service provision 
Freedom of choice in relation to service users’ daily work or social activities emerged 
as a significant issue across all stakeholder groups.  That is, service users who resided 
in some form of residential care/group home, did not have the freedom to take a ‘sickie’ 
occasionally, without fulfilling the requirement of having to be ill before being allowed to 
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take time off from their daily commitments (day centres or supported business 
services).  However, according to service providers, the current organisational systems 
and resources available are insufficient to accommodate this degree of flexibility.     As 
one service provider explained: 
 
Capable people who are living in residentials who are getting older who don’t 
want to go to a day service every day.  We don’t have the mechanisms in place 
for them to do that and that’s a reality…and it’s achievable. 
 
Similarly, another service provider commented: 
 
It depends on their level of ability…and a lot of that goes back to how they’ve 
been, they’ve got capability, they’ve come out of home situation or out of a 
being a long term resident…It’s our ability to have trained them and provide that 
support  to have a go, even if it’s a short term thing…..If that’s what’s going to 
make them happy, what we’re creating is this acceptance from people that it’s 
not what they really want to be and not what they really want to be doing.  And 
yet we are not taking them seriously… 
We have responsibility and an obligation to think to support people where they 
want to live.  The choice is theirs where they want to live.  
 
Clearly, some service users cannot be left alone unattended during the day because 
their support needs are too high. However, as illustrated in this excerpt, some service 
users are considered capable, and it is believed their dependency could be reduced 
through training. 
 
Fear & safety issues 
As discussed earlier, our findings suggest that protective parents are reluctant to 
relinquish control because of fears for the safety of their offspring.  However, as 
explained by the service providers in the following quote, their own fears are somewhat 
different: 
 
 They’re frightened that they’re not going to be able to cope, they’re frightened.  
 We’ve got that fear factor of... not their capability but their safety. Safety issues  
 ...and I think a whole lot of policies, the policies, litigation.   I think parents are 
 frightened on a different aspect…apprehensive, on a different level to what staff 
 are.  
 
According to service providers, their fears are related to meeting policy obligations, or 
litigation should something go wrong and their client was harmed.  Workers in this 
position would need to weigh up for themselves, the benefits of increased 
independence for their clients with the risks to their own jobs. 
 
Attitudinal barriers 
Other barriers or impediments to people’s independence and freedom in life, such as 
lack of interest, or insensitivity to client’s views or aspirations were also noted at times 
during the discussion. One example involved the aspirations or dreams of a service 
user who expressed a keen interest in flying (this person was not present at the focus 
group).  The service provider explained his situation: 
  
 I was speaking to one guy who wants to be an Astronaut. I just brought him 
 right back to basics, and just talked about riding a bike and driving a car, what 
 was necessary for all this you know and also for education …… what education 
 would you need… 
 
To quote another example,  one service user, in trying to explain what she would like to 
do in her life, clearly articulated that she would like to help older people in nursing 
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homes.  However, little response from informal carers and service providers was 
forthcoming.  This person had lived a lifetime with her elderly parents and was clearly 
still grieving their deaths. It is probable that her latter years had involved some caring 
responsibilities for her parents and now she wants to help others.  Perhaps, the act of 
helping others was very meaningful and rewarding for this woman, and the loss of not 
only her parents, but also of those warm and meaningful experiences and memories 
associated with them underpinned her desire to help others.  This service user held 
clear views as to what she wanted in life, now that her parents were no longer around.  
She wanted to live in her own accommodation, not group-style, but with a close friend.  
She wanted to travel and she wanted to help older people in nursing homes.  However, 
in reality, she will continue living in a group supported accommodation, which she does 
not like. She will continue attending a day centre five days a week even though she 
would prefer to go less regularly and to do other things with her time.  
 
Walmsley (2000) points out that there exists a misconception in our society that 
“women with intellectual disabilities do not care for others.  Instead they need to be 
cared for”.  In addressing this misconception, Walmsley provides three real-life stories 
of women with lifelong intellectual disability where caring played a central part in their 
lives.  These women however, did not call themselves carers, but more of helpers and 
friends.  Nevertheless, their caring brought happiness and meaning to their lives.  
Similarly, the person in our study wanted to care for older people, to talk with them and 
help them.  These were her dreams, but it appears that she is not being helped to 
achieve this goal.  
 
In both examples provided, the service users are not able to explore their dreams.  In 
the first example, the man’s dream was not taken seriously and was dismissed, 
evidenced by the service provider’s strategy of showing the client why he could not 
become an astronaut.    In the second example, the woman’s dream of helping others 
did not receive enthusiastic support or acknowledgement from others around her.  
These examples illustrate what we are calling ‘attitudinal barriers’, in that both service 
users are prevented from exploring their dreams because others, for whatever reason, 
are not supporting them to pursue the things in life which they consider will bring them 
pleasure.  
 
Overcoming barriers 
Most people have dreams throughout their lifetimes.  Some dreams are fully achievable 
and some may be partially achievable and others remain just that, a dream.  However, 
for these service users who are dependent on others for many things in their lives, 
achieving their dreams or striving for their dreams are not likely to be possible without 
support and acknowledgement from others, without being taken seriously and 
sometimes, without the lateral thinking of their supporters. 
 
Discussion 
Before we could begin to identify the barriers to autonomy or self determination for 
older people with intellectual disability, we needed to clarify what these terms meant.  
However, a search of the literature provided little to assist our inquiry.  Abery (1994) 
expounds that despite a growing interest in research in this area:  
 
 Little information currently exists about the nature of self-determination, the 
 skills and competencies that are necessary to exercise personal control, the 
 developmental  pro-effective instructional techniques to facilitate the 
 development of self-determined individuals (p. 373) .  
 
However, a self-advocate quoted by Abery (1994, p. 345) simplifies the concept for us: 
 
What it all comes down to is power, choice, and the right to chase our dreams.  
What I mean is this – the chance to direct our lives the way we want to,  not the 
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ways others expect us to; the alibility to … choose where and with whom we 
want to live, to decide where and when we want to work; and to make decisions 
that are right for us as people.  Most important, self-determination means 
respecting our right to pursue our own goals and dreams.  I don’t think that’s 
asking too much, do you? 
  
Clearly, this definition fits comfortably with our findings that older people with lifelong 
intellectual disability may be seeking more choice, more freedom and more 
independence in many aspects of their lives as they grow older. 
 
Greater independence and new experiences 
Many of the traditional assumptions about old age for the wider population of older 
people, such as patterns of disengagement from accustomed lifestyle activities, a 
general slowing down and withdrawal from social networks have in recent decades 
been challenged  (Hooyman & Kiyak, 1991).  We now need to challenge these same 
assumptions for older people with lifelong intellectual disability.   Indeed there is some 
evidence emerging that these assumptions may not necessarily explain the behaviours 
and lived experiences of this cohort of older people.  In Bigby’s (2000b) study it was 
found that older people with lifelong intellectual disability, once ‘released’ from their 
previous environments, whether institutional life or protective parental care, began to 
not only experience new activities but developed new competencies and developed 
close friendships, some for the first time ever in their lives.  For example, a relative 
commenting on the changes in her elderly aunt who had been transferred from long-
term hospitalised care to an aged person’s hostel,  remarked “She just does things that 
she would never have dreamt of doing once upon a time” (Bigby, 2000b, p. 80).   
 
The findings from our research also suggest that older people with lifelong intellectual 
disability may in fact be able to and desire to lead a fuller and more independent life if 
their circumstances are changed to facilitate more choice.  A participant who moved 
from his parent’s home in recent years to group style living in supported 
accommodation learned many new skills including an array of home-making skills and 
now wants to do more.  He now desires his own place where he can use these skills for 
himself rather than suit the wishes of the group, where he can enjoy making decisions 
for himself and where he can enjoy privacy and quiet.  Whether he ever achieves this is 
unclear, but it seems clear that he has the capacity to give it a try, however someone 
needs to listen.  Someone needs to take his dream seriously, and think laterally, where 
litigation and doubts would dare to stifle.  
 
Similarly, the participant residing in group style supported accommodation following the 
death of her parents, now wants to live with fewer people (when asked how many 
people she lived with, she promptly replied “too many”).   In fact, she wants to live with 
her boyfriend.   It is doubtful that she will ever achieve this.  However, it is clearly 
possible that she could, if someone took her dream seriously and if service provision 
were sufficiently flexible to accommodate her needs.  There are ample examples in 
recent literature of similar scenarios occurring in real life with older adults (some with 
multiple disabilities). They are living in their own homes being the decision makers 
about how they spend their time, with support workers taking direction from them and 
not the other way around which has been the norm for countless generations (Fitton, 
Obrien & Willson, 1995; Cross, Sherwin, Collins, Funnell and Rodgers, 1999).   
 
For the older person still living with an elderly mother, problems are escalating.  As 
identified by the informal carers, years of protective ‘cocooning’ has led to problems 
with socialising and isolation. Indeed, hand-in-hand with this scenario we can expect 
family and social networks to collapse or deteriorate and for both persons to become 
increasingly more isolated from the world around them. While this may not necessarily 
seem a problem for the ageing parent, who may be content to lead a sedentary more 
reclusive lifestyle as her own health and agility decline, it may however, have a large 
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impact on the dependent adult child including loss of whatever independence and 
social skills they may have acquired in their lifetime (Bigby, 2004).  
 
Lack of preparedness for life after parental care: Implications for independence  
Independence of the adult child may also be sacrificed out of fear and lack of 
information.  That is, some elderly parents may in the past, have chosen to keep their 
adult child secreted away from the community. Fear of loosing their child to large 
institutions may still remain with them today.  Unless they are reassured that systems 
have changed and that there are alternatives available where their adult child would be 
cared for properly and where he or she could be happy, it is highly feasible that the 
adult child will continue to be isolated somewhat from their community and become 
even more so as their parent’s health deteriorates.  At this point, a crisis generally 
occurs and in many cases, for the first time the dependent person becomes known to 
formal service providers.  This is a very difficult time for the person with intellectual 
disability.  Not only are they trying to come to terms with the loss of probably the 
closest person in their life, but they may be taken from their home environment and 
placed in strange surroundings with a group of people.  All of these experiences may 
be totally foreign to their way of thinking, to their understanding of life in general, and 
subsequently result in grief and suffering.    In all, a very lonely and frightening 
experience that does not assist in facilitating their trajectory to autonomy, freedom and 
self expression in the latter phase of their lives.   
 
In sum, people with lifelong intellectual disability are today, as a group, living longer 
and many individuals are experiencing more of life than ever before.  However, these 
new experiences have caused some to want more and to experience more 
independence in all areas of their lives.  Yet, change is often associated with resistance 
and this was the finding from our study that found resistance and lack of confidence 
and lack of resources were some of the barriers confronting older people with lifelong 
intellectual disability who are wanting more in their lives as they enter old age.   One of 
the service providers who participated in our study asked a question that essentially 
sums up our findings and challenges us to consider the implications of our actions 
when working with older adults with lifelong intellectual disability: 
 
 “Why are we making choices for people who obviously have got the capability 
 of making choices for themselves?” 
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